
GAO 
United Mates General Accounting Office 

Report to the Secretary of Health and 
HV .: ma: rl Se: rvices 

AphllS87 MEDICAID 

Addressing the Needs 
of Mentally Retarded 
Nursing Home 
Residents 

132851 

Lo5 
GAO/HRD-87-77 





united states 
General Accounting Office 
Washington, D.C. 20548 

Human Resources Division 

B-226661 

April 16,1987 

The Honorable Otis R. Bowen, M.D. 
The Secretary of Health 

and Human Services 

Dear Mr. Secretary: 

This report discusses the Medicaid management controls needed to assure that 
mentally retarded residents of nursing homes receive the services they need to help 
them function independently. We conducted this review to ascertain whether 
mentally retarded persons treated in nursing homes have the same access to needed 
services as their counterparts in facilities for the mentally retarded. This evaluation 
is part of our effort to assess access and quality-of-care issues related to Medicaid 
long-term care services. 

This report contains recommendations to you in chapter 2. As you know, you are 
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We will be sending copies of this report to the House and Senate committees having 
jurisdiction over the Medicaid program, the governors of the states discussed in the 
report, and other interested parties. 

Sincerely yours, 

Richard L. Fogel 
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Ekecutive Summary 

During the 1970’9, attention was focused on the poor quality of care pro- 
vided in state institutions for the mentally retarded, As states acted to 
reduce overcrowding and improve the quality of care in such institu- 
tions, the retarded were increasingly admitted to nursing homes. Little 
attention has been focused, however, on the quality of care provided to 
the approximately 140,000 retarded nursing home residents supported 
by Medicaid. 

GAO reviewed Medicaid management controls to determine whether they 
adequately ensure that mentally retarded nursing home residents 
receive the services they need to help them function independently. 

Baqkground Many services that retarded persons need are financed through Medi- 
caid, a medical assistance program for the needy. Established as a part- 
nership between federal and state governments, Medicaid finances care 
for the retarded in institutions and in nursing homes (i.e., skilled nursing 
facilities and intermediate care facilities). 

In addition to meeting the medical needs of their residents, nursing 
homes are required by the Department of Health and Human Services 
(HHS) to provide services to their mentally retarded residents to help 
them function independently. Such services, referred to collectively as 
active treatment, include 

speech, occupational, and physical therapy; 
training in personal care skills, such as dressing, feeding, bathing; and 
training in community living skills, such as crossing streets, taking a 
bus, shopping, or preparing meals. 

To see if nursing homes were meeting the active treatment needs of their 
retarded residents, GAO reviewed Medicaid services protided to the men- 
tally retarded in 16 nursing homes in Connecticut, Massachusetts, and 
Rhode Island. In addition, the results of similar reviews HHS'S Health 
Care Financing Administration had done in Illinois and Indiana in 1984 
and 1986, respectively, were analyzed by GAO. 

Results in Brief 
A 

Mentally retarded residents in Connecticut, Massachusetts, and Rhode 
Island nursing homes generally had not had their active treatment needs 
identified and met. These conditions existed because 
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J3xecutive summary 

. nursing homes were not part of the service delivery network for the 
retarded, 

l nursing homes did not prepare written plans of care to assess the active 
treatment needs of their retarded residents and develop programs to 
meet those needs, and 

l state inspectors were not determining whether retarded residents were 
receiving needed active treatment services. 

Steps taken by the Health Care Financing Administration’s Chicago 
regional office and the states of Indiana and Illinois to identify and cor- 
rect similar problems found in those states provide a framework for 
action by other HHS offices and states to assess and meet the needs of 
retarded nursing home residents. 

Principal Findings 

Management Controls Are 
Ingdequate 

. 

Medicaid regulations contain a series of controls to help ensure that the 
active treatment needs of individuals admitted to a facility for the men- 
tally retarded are met. Among other things, 

written procedures must be established outlining the facility’s role in the 
state’s comprehensive program for the mentally retarded; 
written plans of care must be developed for each individual assessing 
his or her needs for active treatment services, describing programs to 
meet those needs, and establishing goals to measure progress; and 
state inspection teams must include at least one member who knows the 
problems and needs of mentally retarded residents. 

Similar requirements do not, however, exist when a retarded person 1s 
admitted to a nursing home. 

The Medicaid agencies in Connecticut, Rhode Island, and Massachusetts 
generally did not consult with the state retardation agency responsible 
for identifying and developing programs to meet the needs of the men- 
tally retarded before authorizing nursing home admission for retarded 
persons. As a result, the retardation agencies in the three states were 
not aware of 1,477 of the 2,238 retarded nursing home residents GAO 

identified in the states. 
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Evaluations of 187 of the 1,477 residents identified 70 who might have 
benefited from one or more active treatment services. Only 4 of the 70 
had received active treatment. 

Similar problems were identified in Illinois and Indiana in 1984 and 
1986, respectively. In Illinois, the Health Care Financing Administration 
identified 3,190 retarded nursing home residents. A random sample of 
32 of the residents showed that none of their active treatment needs 
were being addressed. And in Indiana, about 4,000 retarded nursing 
home residents were said by the Administration to need active treat- 
ment services. 

In response to the findings, both states established preadmission 
screening programs that require an evaluation by the retardation 
agency before a retarded person can be admitted to a nursing home. 
Both states also hired a consultant to assess the active treatment needs 
of the mentally retarded already in the states’ nursing homes and 
develop programs to provide active treatment or placements in facilities 
for the mentally retarded where such services are provided. 

?ans of Care ‘30 Sot GAO reviewed the plans of care for 89 mentally retarded residents in 10 
Adequate y AC CI ress Active Connecticut, Rhode Island, and Massachusetts nursing homes. Of the 89 

Vreatment plans, 60 did not contain an evaluation of the residents’ active treatment 
needs or indicate that the resident could not benefit from active treat- 
ment because of his or her medical condition. GAO did not evaluate the 
adequacy of the assessments performed for the 39 retarded residents 
whose plans of care contained an assessment. 

HHS’S reviews at four Illinois and two Indiana nursing homes identified 
similar deficiencies. In Illinois, HHS noted that 27 of the 32 plans of care 
reviewed either lacked a discussion of developmental and behavioral 
needs or were inadequate. 

hspectlons Are Inadequate States are required to review the adequacy of the care provided to each 
nursing home resident at least annually. These inspections of care are 
the primary management control to ensure that nursing home residents’ 
health, rehabilitative, and social needs are met. However, in the three 
states GAO visited, the inspections looked at nursing home procedures 
but did not assess the adequacy of services provided to retarded 
residents, 
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Inspection-of-care teams for intermediate care facilities for the mentally 
retarded included a mental retardation specialist and used a separate 
form to assess the adequacy of active treatment services. Connecticut, 
Rhode Island, and Massachusetts generally did not, however, include a 
staff member trained in mental retardation on review teams for nursing 
homes with retarded residents or use the special form for assessing 
active treatment. In its report on retarded residents in Illinois nursing 
homes, WHS recommended that the state (1) include a retardation spe- 
cialist on the nursing home inspection team when retarded residents are 
present and (2) assess their needs using a form designed to evaluate 
retarded residents. 

Racommendations 

. 

GAO recommends that the Secretary of HHS require those states that have 
not already done so to assess the active treatment needs of the mentally 
retarded currently in nursing homes and develop programs or alterna- 
tive placements to meet those needs. 

GAO also recommends that the Secretary of HHS revise Medicaid regula- 
tions to, among other things, require 

nursing homes to develop active treatment plans of c?e for their 
retarded residents, 
nursing home inspection-of-care teams to include a staff member trained 
in mental retardation when retarded residents are present, 
states to develop written procedures outlining the role of nursing homes 
in the state’s program for the mentally retarded, and 
states to have the retardation agency assess the activb treatment needs 
of the mentally retarded and the appropriateness of their nursing home 
admission. 

A 
p 
ency Comments 

I 

I 

HHS, Massachusetts, and Connecticut generally agreed with our findings 
and recommendations and said that actions have been or will be taken to 
better ensure that mentally retarded nursing home residents receive 
needed active treatment services. Rhode Island officials generally dis- 
agreed with our findings and recommendations, but grovided conflicting 
comments on whether a problem existed at the time of our review. (See 
pp. 29 to 37.) 
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Chapter 1 

Introduction 

Federal and state governments finance care, through the Medicaid’ pro- 
gram, for the mentally retarded living in institutions, community group 
homes, and nursing homes, For the last 15 years, advocates such as the 
Association for Retarded Citizens have argued that the care provided in 
large institutions for the retarded has been inadequate. Little attention, 
however, has been paid to retarded persons living in nursing homes. 
This report examines the services provided to Medicaid-supported men- 
tally retarded residents in Connecticut, Indiana, Illinois, Massachusetts, 
and Rhode Island nursing homes. 

Whht Is Mental 
Retardation? 

, / 
I 

The American Association on Mental Deficiency2 defines mental retarda- 
tion as subaverage general intelligence (IQ below 70) existmg concur- 
rently with deficiencies in adaptive behaviofi appearing before age 18. 
The President’s Committee on Mental Retardation estimated in 1976 
that, in general, from 1 to 3 percent of the U.S. population is retarded. 
More recent studies also indicate that at least 1 percent of the popula- 
tion is retarded. 

Retarded persons generally have more trouble feeding or dressing them- 
selves, advancing in school, developing social relationships, or managing 
money than other individuals their age. To help them function as inde- 
pendently as possible, the retarded need such services as physical 
therapy, speech therapy, vocational activities, counseling, and training 
in activities of daily living.” 

The American Association on Mental Deficiency adopted the followmg 
levels of mental retardation: borderline, mild, moderate, severe, and 
profound. These retardation levels can be correlated with functional 
characteristics, such as academic potential, vocational ability, and inde- 
pendence in activities of daily living, as table 1.1 shows. 

‘Medicard, authorized under title XIX of the Social !%currty Act, is a federally arded, state-admmis- 
tered medical assistance program for low-mcome persons Depending on a state’s per capita mcome, 
the federal government pays from 60 to 78 6 percent of Medlciud costs for health services 

2An organization of physicurns, educators, social workers, psychologrsts, psychlatnsts, and other 
individuals interested m the welfare of the retarded and the study of the cause, treatment, and pre- 
vention of mental retardation 

3Adaptive behavior refers to the way mdivlduals perform tasks expected of them at a grven age For 
young cmldren, adaptive behavrom are dressmg and eatmg with utensils. Older chrldren are expected 
to go to school, advance in grade, and handle money Adults are expected to hold aJob and manage a 
household 

4Activrties of daily hvmg include personal care skills, such as bathmg, dressmg, eatmg, gettmg m and 
out of bed, getting around inside, and gomg to the bathroom 
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Tab 0 1.1: Correlatlonr Between Retardation Levels and Performance 
Clar~lflcatlon criteria 

Reterdation level IQ range Academic potential _--- 
Borderline 65-70 6th grade --a-.-.- 
Mild 50-70 4th grade _-- 
Moderate 35-55 1 st grade 
5iGre 20-40 Cannot read 
Profbund Under 20 None 

Performance measures 
Activities of dally living Vocational ability 
Independent Competltlve employment 
Independent with tralnlng Employable 
TraInable Sheltered employment 
Assistance needed Special training 
Dependent Limited 

What Services Do Mentally Retarded persons, like other persons, can grow and develop through 
Retarded Persons Need? education, training, and therapy to help them function m society. Such 

services are known collectively as active treatment or habilitation. 
Active treatment is generally defined as a series of programs and thera- 
pies to help the mentally retarded progress to their optimal level of inde- 
pendent functioning. Specifically, active treatment is the process of 
identifying a retarded person’s need for services and implementing a 
plan of care that requires the individual to participate in specific pro- 
grams and receive therapies. The next two paragraphs give some exam- 
ples of the active treatment services mentally retarded persons can 
receive from educators, psychologists, social workers, speech therapists, 
vocational rehabilitation counselors, nurses, physicians, and other direct 
care personnel. 

In the area of &programs, retarded persons can participate in training 
programs and vocational activities. Training programs include activities 
of daily living; community living skills (e.g., taking a bus, crossing 
streets, preparing food, and shopping); and communications skills. Voca- 
tional activities can include employment and workshops. 

In the area of support services, retarded persons can receive therapies 
(e.g., physical, occupational, and speech/language); counseling (e.g., 
behavioral and interpersonal); transportation; and general health care. 

Active treatment is based on the principle that learning is an interactive 
process in which behavioral skills are learned through stimulus- 
response chains that individuals experience. Through stimulus-response 
experiences, individuals relate a specific situation (stimulus) and 
behavior (response) to a subsequent condition (reward), so that after 
continued exposure to a given stimulus, an individual will exhibit a par- 
ticular behavior when confronted with the same stimulus. 
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When these behavioral techniques are used, a wide range of skills 
relating to independence and self-care can be acquired by retarded per- 
sons for whom such skills might have seemed impossible. Research indi- 
cates that severely and even profoundly retarded individuals can learn 
and maintain valuable skills, such as choosing clothing, crossing streets, 
preparing a bowl of cereal, and identifying rest rooms. 

Many mentally retarded persons work to meet their own basic living 
costs and either do not require special assistance or require it infre- 
quently. Others, because of their level of retardation, require 
institutionalization. 

Intermediate Care 
Facilities for the 
Mentally Retarded 

, / 

In 1972 the Congress authorized states to use federal funding under the 
Medicaid program for intermediate care facilities for the mentally 
retarded,6 The legislation relieved state agencies of part of the financial 
burden of operating large public institutions for the mentally retarded. 
To qualify for federal funding as an intermediate care facility for the 
mentally retarded, a facility must (1) have as its primary purpose the 
provision of health or rehabilitative services to mentally retarded per- 
sons, (2) meet standards established by the Secretary of Health and 
Human Services (HHS), and (3) provide “active treatment” to its 
residents. In fiscal year 1986, Medicaid spent $4.7 billion to care for 
about 146,000 residents in intermediate care facilities for the mentally 
retarded, 

To qualify for federal financial participation, an intermediate care 
facility for the mentally retarded must provide active treatment. HHS 

regulations do not allow an intermediate care facility for the mentally 
retarded to admit retarded individuals unless their needs can be met by 
the facility or through contracts with another provider. HHS can disallow 
federal funding when it finds that an intermediate care facility for the 
mentally retarded has not provided active treatment. For example, HHS 

disallowed about $2.8 million in federal financial participation to two 
state-operated intermediate care facilities for the mentally retarded in 
Connecticut in 1983 and 1984 because active treatment was not being 
provided. 

‘An institution that provides health-related services to mentally retarded persons. These facihties 
alao provide training in personal care and commwuty hvmg skdls, prevocational activities, coun- 
seling, etc , to help the residents become as independent as possible 
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Many large public intermediate care facilities for the mentally retarded 
have had a hard time achieving compliance with HHS standards, particu- 
larly those relating to the physical facility. During the 1970’9, advo- 
cates, such as the Association for Retarded Citizens, filed numerous 
lawsuits on behalf of retarded residents in state institutions claiming 
poor quality of care and living conditions. Because of these suits, states 
agreed to improve the services for retarded persons. According to a 
Health Care Financing Administration (HCFA) official, 30 states, 
including Massachusetts, Connecticut, and Rhode Island, were involved 
in at least one consent decrees covering residents in state-operated inter- 
mediate care facilities for the mentally retarded. 

Attention continues to focus on conditions in large state-operated inter- 
mediate care facilities for the mentally retarded. An April 1986 staff 
report from the Subcommittee on the Handicapped, Senate Committee 
on Labor and Human Resources, and the Subcommittee on Labor, Health 
and Human Services, Senate Committee on Appropriations, identified 
significant quality-of-care deficiencies in state institutions. 

Retarded Residents in One method for reducing overcrowding in large state-operated interme- 

Other Nursing Homes 
diate care facilities for the mentally retarded has been placing the 
retarded in other Medicaid-certified nursing homes (skilled nursing facil- 
ities’ and intermediate care facilitiese). An estimated 140,000 mentally 
retarded persons were in nursing homes in 1986, according to HCFA. 
Medicaid spent about 5 12 billion in 1986 to provide nursing home ser- 
vices to almost 1.4 million persons. 

According to HHS, placing a mentally retarded person in a nursing home 
is appropriate if the resident’s primary need for care is medical. An 
October 1982 supplement to HCFA'S State Medicaid Manual states that: I 

sConaent decrees resulted from lawsuits filed on behalf of retarded citizens In state institutions The 
result of the decrees was that the states and retarded citraens organiaations resolved that the states 
would provide specific services. 

‘A skilled nursing facility is a nursing home that provides 24hour nursing or other servmes pursuant 
to a physkian’s orders. Such services, provided under the supervdon of registered professlonak 
(nurse, physical therapist, speech pathologtst), mclude intravenous or mtramuscular mjectlons, mtra- 
venous feeding, insertion of catheters, ultrasound therapy, and heat treatments. 

*An intermediate care facihty is an mstitution that provides health-related care and services to mdi- 
viduals who do not require 24-hour nursing care, but who because of their mental or physical condi- 
tions, require care in addition to room and board dressing or bathmg, routine care of incontinence, 
administration of oral medicatrons, eye drops, etc 
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“When the primary needs of retarded persons in nursing homes are medical, their 
developmental [active treatment] needs must still be met by the facility in the con- 
text of the individual’s overall physical condition.” 

Under HH8 regulations, a nursing home should not admit a person unless 
it is able to provide needed services, including active trdatment, either 
directly or under an arrangement with an outside source. 

E&cause active treatment services are not a separate service under title 
XIX, they, like most other services provided by a nursing home, are paid 
through an all-inclusive per diem payment. States use various methods 
to set per diem payments, ranging from a retrospective, reasonable cost 
reimbursement system, under which nursing homes are reimbursed for 
the actual allowable costs they incur, to a prospective payment system, 
under which per diem rates are set in advance and the pursing home 
may be permitted to keep all or part of the difference b&ween the rate 
and actual costs (unless the nursing home’s costs are more than the pro- 
spective payment, in which case it suffers a loss). Under both payment 
methods, the actual costs incurred by the nursing home in providing ser- 
vices, including any costs incurred to provide active treatment services 
to the mentally retarded, are factored into the rate-setting process. 

Although active treatment costs vary depending on the services pro- 
vided, they typically range from 54,600 to S 14,000 per year, according 
to state retardation officials in Massachusetts, Rhode Island, and Con- 
necticut. According to Medicaid officials, Medicaid paid an average of 
516,620 a year for nursing home care in the three states. 

How Does HCFA HCFA relies on state inspection agencies to ensure that nvrsing home 

Ensure That Medicaid 
residents receive needed care. States must inspect intenhnediate care 
facilities for t;he mentally retarded and other nursing homes at least 

Nursing Home annually and certify to HCFA that they meet Medicaid reQuirements. 

Recipients Receive 
Needed Care? 

Part of the inspection process concentrates on the facility and its com- 
pliance with specific Medicaid standards, such as the existence of 
written policies and procedures to (1) protect residents’ safety, (2) I / ensure that nursing services are provided, or (3) dispense medication. 
The facility inspection also emphasizes the number and qualifications of 
medical and nursing staffs. According to Medicaid regulations, states 
must also conduct an annual inspection of care at each Intermediate care 
facility for the mentally retarded and nursing home to ensure that ade- 
quate services are provided to nursing home residents. To determine the 
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adequacy of services provided, an inspection-of-care team, consisting of 
a physician or nurse and social worker, reviews medical records, 
residents’ plans of care, nurses’ notes, social service staff notes, and 
other documentation in the resident’s file. The team also observes each 
resident for cleanliness, absence of bed sores, malnutrition, and 
apparent maintenance of maximum physical, mental, and psychosocial 
function. Inspection-of-care teams must also determine (1) if a resident’s 
health, rehabilitative, and social needs can be met through an alterna- 
tive institutional or noninstitutional setting and (2) if the resident needs 
any service that the intermediate care facility for the mentally retarded 
or the nursing home cannot furnish. 

Inspection-of-care teams prepare a report containing observations, con- 
elusions, and recommendations concerning the adequacy, appropriate- 
ness, and quality of all services provided in the nursing home. 

5 

Objectives, Scope, and The objective of our review was to determine whether management con- 

Methodology trols established by HCFA and the states adequately ensure that retarded 
Medicaid nursing home residents who could benefit from active treat- 
ment services receive such services. Specifically, we wanted to find out 
whether 

. adequate coordination existed between nursing homes, state Medicaid 
agencies, and state retardation agencies; 

. plans of care for retarded residents addressed their active treatment 
needs; 

. inspections of care identified weaknesses in the plans of care and ser- 
vices provided; and 

l residents had active treatment needs that were not being met. 

We performed work at HCFA'S central office in Baltimore, at the HCFA 
regional office in Boston, and at state agencies in Connecticut, Rhode 
Island, and Massachusetts responsible for administering the states’ 
Medicaid and mental retardation programs. In addition, we contacted 
officials from HCFA'S Chicago regional office and the state mental health 
agency in Indiana to discuss the results of similar analyses HCFA com- 
pleted in Indiana and Illinois. 

We judgmentally selected 15 nursing homes to visit in Connecticut, Mas- 
sachusetts, and Rhode Island so that 

l each state was represented, 
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l nursing homes of various sizes (number of beds) were included, 
l nursing homes with both a relatively large and a small number of men- 

tally retarded residents were included, and 
l nursing homes having both mentally retarded residents who were moni- 

tored by the state’s retardation agency and residents who were not 
monitored were included. 

Where feasible, our visits were scheduled to coincide with an inspection 
of care conducted by the state. At three of the nursing homes, we accom- 
panied state retardation agency personnel on visits to the nursing homes 
and did not perform detailed work at the facility. Access-to-records 
problems that could not be resolved before our visits limited our work at 
two other facilities. The facilities visited are listed in appendix I. 

To determine whether plans of care for retarded nursing home residents 
addressed active treatment needs, we 

l compared the plan-of-care requirements relating to active treatment in 
intermediate care facilities for the mentally retarded to corresponding 
requirements for other nursing homes and 

l reviewed the plans of care for 89 retarded residents in 10 of the 16 
nursing homes visited to determine whether they contained an assess- 
ment of the residents’ active treatment needs. 

To determine whether nursing home inspections of care were identifying 
weaknesses in retarded residents’ plans of care or ensuring that services 
were provided, we 

l compared the inspection-of-care requirements for intermediate care 
facilities for the mentally retarded to those for other nursing homes; 

l interviewed HCFA officials, state inspectors, and state Medicaid officials I 
to find out whether the inspections of care addressed the needs of the 
retarded; 

l observed inspections of care at 8 of the 16 nursing homes visited and at 
2 intermediate care facilities for the mentally retarded; and 

l reviewed the inspection-of-care reports for retarded residents in the 16 
nursing homes visited. 

To determine whether adequate coordination existed between nursing 
homes and the state Medicaid and retardation agencies, we 

l screened 1986 inspection-of-care reports for the 16,310 Medicaid- 
supported nursing home residents in Connecticut and the 6,810 
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residents in Rhode Island and summary inspection-of-care data for 
27,700 of the 40,000 Medicaid-supported nursing home residents in Mas- 
sachusetts to identify those with a primary or secondary diagnosis of 
mental retardation; 

0 compared those residents identified as retarded to records maintained 
by the state retardation agencies in the three states to find out whether 
the agency was aware of and had assessed the active treatment needs of 
those residents; 

0 interviewed officials from the state Medicaid and retardation agencies 
and HCFA to find out the agencies’ roles in providing services for the 
mentally retarded; and 

l compared policies, regulations, and procedures to find out whether 
nursing homes were included in the states’ retardation service delivery 
networks. 

To determine whether retarded nursing home residents who were not 
receiving active treatment services needed such services, we 

l obtained an assessment of the active treatment needs of 90 retarded 
residents not receiving active treatment from the retardation agency at 
four Connecticut and six Massachusetts nursing homes visited from 
HCFA'S assistant regional commissioner for health stangards and quality, 

. determined whether the Connecticut and Massachusetts nursing homes 
were providing the needed services, 

l obtained an assessment of the active treatment needs of 97 retarded 
nursing home residents from the Rhode Island state retardation agency, 
and 

l reviewed reports and correspondence and interviewed HCFA and state 
officials about assessments of active treatment needs of retarded 
nursing home residents of Indiana and Illinois. 

Based on the extent of the problems in meeting mentally retarded 
nursing home residents’ active treatment needs found during our survey 
work in Connecticut, Rhode Island, and Massachusetts and in HCFA'S 
analyses in Indiana and Illinois, we decided to report on the program 
control weaknesses that have permitted such conditions to exist rather 
than expand our work to other states. 

For two major reasons, we did not estimate how Medicaid costs might be 
affected if active treatment were provided to retarded nursing home 
residents who want and need such services. First, it yould have 
required a detailed assessment of each retarded resident’s service needs 
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and desire for services, Second, because active treatme& is not a sepa- 
rately reimbursable Medicaid service, it would have required complex 
analysis of the Medicaid nursing home payment systems in each state. 

Our work was done between January 1986 and November 1986 and, 
except as noted above, was done in accordance with generally accepted 
government auditing standards. 
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Chapter 2 

Active Treatment Needs of Retarded Residents 
in Nursiryg Holmes Should IBe Identifkd and 
Needed Services Provided 

The active treatment needs of retarded residents in Connecticut, Massa- 
chusetts, and Rhode Island nursing homes were generally not being iden- 
tified and needed services were not provided because: 

l State Medicaid agencies were not required to consult with the state 
retardation agency when a retarded individual was adnutted to a 
nursing home for medical treatment. 

l Medicaid plan-of-care guidelines for nursing homes do not specifically 
address active treatment for retarded residents. 

l Medicaid guidelines for annual inspections of care for nursing home 
residents did not result in an evaluation of the adequacy of the plans of 
care, 

At our request, HCFA evaluated the active treatment needs of a sample of 
90 retarded residents in Connecticut and Massachusetts nursing homes 
who were not receiving active treatment. HCFA determined that about 67 
percent might have benefited from active treatment day programs or 
support services. The Rhode Island retardation agency assessed the 
active treatment needs of 97 retarded nursing home residents it had pre- 
viously been unaware of and identified 10 who needed and wanted 
active treatment day programs. Recent studies in Indiana and Illinois 
indicated that most retarded nursing home residents in those states 
could benefit from active treatment and that most woul&i be more appro- 
priately placed in an intermediate care facility for the mentally 
retarded. 

Retardation Agency 
Should Ek Notified 
When Retarded Are 
Admitted to Nursing 
Homes 

Recause nursing homes are not part of the retardation service network 
in Connecticut, Massachusetts, and Rhode Island, the state retardation 
agencies were generally not aware when retarded individuals were 
admitted to nursing homes. As a result, about 66 percent of the retarded 
nursing home residents in the three states were admitted to the nursing 
home without the retardation agencies’ assessment of their active treat- 
ment needs. 

Medicaid regulations require that intermediate care facklities for the 
mentally retarded have written procedures outlining the role of the 
facility in the state’s comprehensive program for the mentally retarded. 
In the three states visited, intermediate care facilities for the mentally 
retarded were operated directly by the state retardation agency or 
under contract to the agency. As a result, the state retardation agency 
was aware of and could monitor the services provided to residents in 
intermediate care facilities for the mentally retarded. 
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Other nursing homes, however, were not part of the service delivery 
network for the retarded. The state Medicaid agencies were generally 
consulting the retardation agency only when retarded individuals were 
admitted to nursing homes because of their retardation rather than med- 
ical problems. The retardation agency was generally aware of a retarded 
individual’s admission only if the agency had previously been providing 
services to the individual in an intermediate care facility for the men- 
tally retarded or in the community. 

The retardation agencies in Connecticut, Massachusetts, and Rhode 
Island were aware of only 761 of the 2,238 retarded nursing home 
residents we identified in their states. They had not assessed, or deter- 
mined whether a multidisciplinary team such as the Association for 
Retarded Citizens had assessed, the active treatment needs of the other 
1,477 (66 percent) retarded residents. Table 2.1 shows the number of 
mentally retarded identified in each state’s nursing homes. 

2 
Table 2.1: Mentally Retarded Residents 
in donnecticut, Massachusetts, and Rerldentr 
Rhade Island Nursing Homes Number of Number of not assessed 

retarded 
State 

nursing home 
residents 

by retardation 
residents agency 

Connecticut 16,310 979 437 "1"----~ 
Massachusetts 27,726a 1 ,046a 909 
Rhode island 6,812 213 131 
Total 50.848 2.23jB 1.477 

“Data were not avallable on about 12,000 other nursing home residents In Massachusetts 

We identified 122 nursing homes in Connecticut, 58 in Massachusetts, 
and 64 in Rhode Island where retardation agencies monitored and pro- 
vided active treatment to some residents, but did not know about other I 
retarded residents living in the same homes. For example: 

l A nursing home housed eight retarded residents ranging in age from 46 
to 79. The three residents monitored by the retardation agency attended 
day programs for the elderly, while the other five retarded residents not 
being monitored did not have their need for day programs assessed. 

l A nursing home housed 18 retarded residents. All 17 consent decree 
class members, ranging in age from 49 to 84, received day programs. A 
33-year-old retarded resident, not monitored by the retardation agency, 
did not have his need for day programs assessed. 

Page 19 GAO/HRD&7-77 Mentally Retarded Nursing Home Residents 



chapter 2 
Active Treatment Needs of Retarded 
Residents In Numing Homes Should Be 
Identified and Needed Servicea Provided 

HCFA Should Require Although the state Medicaid manual requires that retarded nursing 

Nursing Homes to 
home residents’ active treatment needs be met, HCFA does not require 
nursing homes to develop a plan of care to meet them In contrast, HCFA 

Address Active requires a detailed plan of care addressing active treatment services for 

Treatment in Plans of individuals admitted to intermediate care facilities for the mentally 
retarded. 

C&e 
I An integral part of the active treatment process is identifying the skills 

individuals need to help them reach their greatest level of independence. 
Specific measurable goals must be established and appropriate services 
provided. To accomplish this, a multidisciplinary team (nurse, psycholo- 
gist, mental retardation specialist, doctor, resident, family, etc.) evalu- 
ates each individual and develops a plan of care, similar in 
characteristics to the following example: 

l Identify the resident’s strengths and weaknesses, such as good health 
but limited academic skills. 

l Establish specific, measurable goals, such as the ability to recognize 
names and body parts. 

. Identify services needed to meet the goals, such as a small group 
activity where names are paired with pictures. 

. Define criteria to assess goal achievement, such as pointing to his/her 
own name when presented in groups of three names. 

HCFA requires that a plan of care, containing all the elements described 
above, be developed for each retarded individual admitted to an inter- 
mediate care facility for the mentally retarded. The plan-of-care evalua- 
tions are generally coordinated by the state retardation agency. 

Medicaid regulations also require a written plan of care for each resi- 
dent admitted to a nursing home, but unlike the requirements for inter- 
mediate care facilities for the mentally retarded, the regulations do not 
address active treatment for the mentally retarded. To determine 
whether plans of care addressed retarded residents’ active treatment 
needs, we reviewed 89 plans of care from 10 of the nursing homes vis- 
ited. Of the 89 plans, 60 (66 percent) did not contain any evaluation of 
the residents’ active treatment needs or indicate that the residents could 
not benefit from active treatment services. The other plans of care con- 
tained some evidence that residents’ needs for specific services were 
evaluated. Of the 39 residents whose plans of care had some assessment 
of active treatment needs, 13 were monitored by the state retardation 
agency. We did not evaluate the adequacy of the assessments performed 
for the 39 retarded residents. 
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Nuksing Home 
Inqpections of Care 
Should Address 
Retarded Residents’ 
Active Treatment 
Xeeds 

Inspections of care are the primary program control to determine 
whether nursing home residents’ health, rehabilitative, and social needs 
are met. The inspections of care, however, were not adequate to deter- 
mine whether the active treatment needs of retarded nursing home 
residents were met because they (1) were not performed by persons 
trained in mental retardation, (2) did not determine whether the active 
treatment needs of the mentally retarded had been identified, and (3) 
did not determine whether the services available in the nursing home 
were adequate to meet residents’ treatment needs. 

Medicaid regulations require that the inspection-of-care team for an 
intermediate care facility for the mentally retarded include at least one 
member who knows the problems and needs of mentally retarded indi- 
viduals and that the team determine whether each recipient is receiving 
active treatment. The regulations do not, however, contain similar 
requirements to assess the active treatment provided to retarded 
residents in other nursing homes. 

In each of the states we visited, the inspection-of-care teams for inter- 
mediate care facilities for the mentally retarded included a mental retar- 
dation specialist and used a separate form to assess the adequacy of the 
active treatment services provided to the mentally retarded. The states 
generally did not include a mental retardation specialist or staff member 
trained in assessing the needs of the mentally retarded on the inspection 
team for other nursing homes or complete a form assessing the active 
treatment services provided to the nursing homes’ retarded residents. 

For example, the inspection teams for a Massachusett$ nursing home we 
visited, where over 60 percent of residents were retarded, did not 
include a staff member trained in assessing the needs of the mentally 
retarded. HCFA regional office officials responsible for the inspections of I 
care said that by not including inspectors experienced’ in assessing the 
needs of the retarded, the state agency limits its ability to evaluate the 
adequacy of services received or identify additional services needed by 
retarded residents. 

The inspection agency has data indicating the number of retarded 
residents in the nursing home before the inspection of care is conducted. 
In the states we reviewed, the inspection agency sends each nursing 
home a preinspection questionnaire to obtain basic information about 
the nursing home and its residents. In many cases, the questionnaire 
responses indicate the number of retarded persons living in the nursing 
home. These data could be used to determine the makeup of the survey 
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team, particularly whether a retardation specialist should be on the 
team. State officials said the staff trained in mental retardation inspect 
only intermediate care facilities for the mentally retarded. 

The inspections of care we observed at eight nursing homes were gener- 
ally process oriented. The inspectors determined whether the plans of 
care were prepared and signed by a physician, but did not address the 
plans’ adequacy or content. As discussed on page 20, SO of the 89 plans 
of care we reviewed contained no assessment of the retarded residents’ 
active treatment needs. Nor did the inspection-of-care forms for the 
residents identify any deficiencies in the plans of care. 

Medicaid regu!ations require the inspection-of-care team to determine 
whether the services available in a nursing home are adequate to meet 
each resident’s treatment needs. Other Medicaid regulations require that 
intermediate care facilities have written policies and procedures that 
ensure that the nursing home admits only individuals whose needs can 
be met by the nursing home itself, through community resources, or 
through other providers affiliated with or under contract to the nursing 
home. Under the regulations, the mentally retarded who are placed in 
nursing homes that are not capable of addressing the developmental 
needs of the mentally retarded are inappropriately placed, and federal 
funding for their care is not allowable. 

Because the inspection-of-care teams were not addressing the adequacy 
or content of plans of care for mentally retarded nursing home 
residents, they could not determine whether the services available in the 
home were adequate to meet the residents’ active treatment needs. 

Nu@ing Home 
Residents Could 
Benefit From Active 
Treatment 

home residents previously unknown to state retardation officials identi- 
fied ‘70 residents who could have benefited from one or more active 
treatment services, Only 4 of the 70 were receiving the needed services. 
Retardation agency officials in Massachusetts and Connecticut indicated 
that most of the retarded nursing home residents they were monitoring 
needed active treatment services more than medical care. 

Not all retarded nursing home residents can benefit from active treat- 
ment; residents may have medical needs that preclude their participa- 
tion in active treatment programs. We therefore asked HCFA staff trained 
in mental retardation to review inspection-of-care forms from four Con- 
necticut and six Massachusetts nursing homes we visited to identify 
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needed services. We attempted to obtain a similar determination for the 
residents in the three Rhode Island nursing homes visited, but the data 
were insufficient for FICPA staff to evaluate active treatment needs. After 
we gave the Rhode Island retardation agency a list of retarded nursing 
home residents in the state that they were not monitoring, they assessed 
their active treatment needs. For the residents identified as needing ser- 
vices, we determined whether the services were being provided. 

The forms for Connecticut and Massachusetts did not include sufficient 
data to determine the specific services residents needed but provided 
enough information to indicate activities or programs that might help 
the residents. The forms varied by state, but generally included data on 
diagnoses, medications, age, physical status, mental status, and sociali- 
zation patterns. Physical status information described residents’ func- 
tional abilities in the activities of daily living; speech, hearing, and 
vision problems; and therapies received or needed. Frequently, sections 
on needed services were not completed. Mental status described whether 
residents were alert, disoriented, confused, depressed, or had behavioral 
problems. Socialization patterns discussed how residents interacted with 
the staff and whether they participated in nursing home or outside 
activities. A comments section was also available. 

Of the 90 residents reviewed, HCFA identified 60 (67 percent) who might 
have benefited from active treatment. None of the residents were 
receiving active treatment services. 

The Rhode Island retardation agency staff assessed and reached conclu- 
sions on the active treatment day program needs of 97 retarded nursing 
home residents who needed such an assessment. According to informa- 
tion provided by the agency in August 1986,lO residents needed and 
wanted day programs, and the retardation agency had begun delivering I 
the needed services to 4 of them. Of the remaining 87 retarded residents, 
26 did not want active treatment services, 44 could not benefit from 
active treatment because of their medical condition, anrl 18 were inap- 
propriately diagnosed as retarded.’ The retardation agency did not per- 
form a detailed multidisciplinary evaluation of the residents and did not 
evaluate their need for support services, such as behavioral counseling 
and physical, speech, and occupational therapy. 

‘The diagnoses were questioned because they were made by psychiatnc facibtles that use different 
criteria (an IQ of 79 or below) to define mental retardation than the retardat.on agency (an IQ of 70 
or below as recommended by the Amencan Association of Mental Defiaency) 
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Table 2.2 provides details of the HCFA and Rhode Island assessments. 

MonItored by the-Stat@ RetmdMlon 
_-- -- 

Re8ldwts mrwred 23 67 97 Agmoy ----~- 
$ewlcar needed: 
i5iy programs 

~~- 
0 7 10 

Physical therapy 2 12 c 
Speech therapy 3 1 c 

--- - 
OccupatIonal therapy 0 5 c 
Behavioral counseling 6 ~~ 35 c 

TOtA ad 52d 10 

LNeeds assessed by HCFA. 

bNecJda aseesssd by Rhode Island retardatlon agency 

These services were not specifically ldentifled In the assessment 

I ‘Some resldente needed more than one semce 

According to retardation agency officials from Massachusetts and Con- 
necticut, most of the retarded nursing home residents they monitor have 
a greater need for active treatment services than medical care and might 
be more appropriately placed in an intermediate care facility for the 
mentally retarded if such facilities were available. 

Similar Problems 
Identified in Indiana 
and Illinois 

HCFA studies in Illinois (1984) and Indiana (1986) identified serious defi- 
ciencies in the services provided to the mentally retarded in those states’ 
nursing homes and recommended that the states determine whether the 
residents’ needs could be better met in another facility, In August 1986, 
HCFA revised its State Medicaid Manual to include more specific guidance 
for evaluating the appropriateness of nursing home placement for I 
retarded persons. 

i i ois b 

I 

I 

Gccording to HCFA'S Medicaid program coordinator for Illinois, IICFA staff 
identified 3,190 mentally retarded residents in Illinois mursing homes in 
December 1983. HCFA medical professionals later visited four nursing 
homes and reviewed the services provided to 32 randomly selected 
retarded residents. In a May 10, 1984, letter to the director of the state 
Medicaid agency, the HCFA regional administrator stated that the study 
indicated that serious problems existed in the placement, monitoring, 
and inspection of care of mentally retarded persons placed in nursing 
homes. He said that none of the 32 residents reviewed had had their 
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special active treatment needs for their developmental and behavioral 
disabilities met by the nursing homes. He went on to say that the facili- 
ties were not adequately staffed with appropriately trained health pro- 
fessionals to plan and care for the needs of the mentally retarded 
residents. 

According to the study report, plans of care relating to the develop- 
mental and behavioral needs of 27 of the 32 retarded residents sampled 
were lacking or inadequate. Nearly all plans of care were, the report 
stated, lacking objective measurable goals, and residents did not regu- 
larly participate in an individualized plan of care designed to meet their 
special needs. The study report went on to say that the fact that the 
residents’ active treatment needs were not being met could be construed 
as a violation of their rights. 

Among other things, the study recommended that the state 

l reevaluate residents in nursing homes to determine whether their active 
treatment needs could be better met in an intermediate care facility for 
the mentally retarded or other setting, 

l complete an interdisciplinary evaluation of retarded residents before or 
at the time an individual is placed in a nursing home, 

. ensure that retarded individuals placed in nursing homes receive appro- 
priate care to meet their special developmental and behavioral needs, 

l revise its inspection-of-care procedures to use a form designed to eval- 
uate mentally retarded residents when conducting the inspections at 
nursing homes that have retarded residents, and 

l include a qualified mental retardation professional on the inspection-of- 
care team for nursing homes with mentally retarded residents, 

According to the HCFA Medicaid program coordinator for Illinois, the 
state hired a consulting firm to develop a plan of correction. The coordi- 
nator said that Illinois has implemented a comprehensive screening pro- 
gram under which the mental retardation agency must participate in 
decisions to admit mentally retarded persons to nursiqg homes. The 
state is also converting some nursing homes to intermediate care facili- 
ties for Lhe mentally retarded to better meet the activd treatment needs 
of the retarded. 

Inc(iana According to a retardation official from Indiana’s department of mental 
health, Indiana was in jeopardy of losing federal Medihaid funding for 
retarded residents in the state’s nursing homes after H~FA found in 
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March 1986 that 4,000 retarded residents had not had their active treat- 
ment needs identified and were not receiving appropriate services. 
HCFA’S report was based in part on a June 1983 report cOmmissioned by 
the state retardation and Medicaid agencies that concluded that 1,824 
residents with a primary diagnosis of mental retardation were inappro- 
priately placed in the state’s nursing homes. 

HCFA’S report noted that, in order to identify and better meet the needs 
of the mentally retarded, Indiana enacted legislation that requires that 
each retarded Medicaid recipient receive a diagnostic assJessment from 
the state’s retardation agency and be assigned to a case manager from 
the agency. The Medicaid agency continues to make the level-of-care 
determinations and placement decisions based on evaluative recommen- 
dations received from the retardation agency. According to a state retar- 
dation official, in the first year after a prescreening program was 
established, 11 retarded persons were admitted to Indiajna nursing 
homes compared to 126 the prior year. 

In a March 1986 report on its March 1985 review, HCFA tecommended 
ongoing coordination between the state retardation and Medicaid agen- 
cies to ensure that Indiana’s plan to develop appropriate programs for 
the mentally retarded was completed as scheduled. The report also said 
that the Medicaid agency should ensure that 

l retarded nursing home residents are appropriately placed, 
+ the active treatment needs of the retarded are met regaidless of 

whether they are in an intermediate care facility for th$ mentally 
retarded or a nursing home, 

l the cost of day treatment programs provided to nursing home residents 
is covered as part of nursing home per diem, and 

. residents who receive day treatment from an outside source receive 
follow-up active treatment in the nursing home. 

In response to the legislation and HCFA’S study, the Indiwa retardation 
and Medicaid agencies entered into an interagency agreement to facili- 
tate an assessment of all mentally retarded residents cukrently in the 
state’s nursing homes. According to a state retardation gpecialist, a con- 
sultant, was hired to assess the 4,000 retarded nursing home residents. 
She said that 2,376 assessments had been completed by July 1986 and 
that an additional 1,600 would be done by the end of 1986. Assessments 
of retarded residents in skilled nursing facilities will then be conducted, 
she said. 
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In a June 16,1986, letter to HCFA'S associate regional administrator, the 
head of the state Medicaid agency said that it appears th,at only about 
330 of the 2,247 retarded residents assessed as of that date would 
require contmued nursing home placement. He said that the over- 
whelming majority of those assessed can likely be moved to smaller, less 
restrictive, more active treatment oriented settings as such facilities 
become available. 

In a July 2, 1986, letter, the Medicaid director said that 120 retarded 
persons had been transferred to smaller community settings and day 
treatment programs. He said that another 46 group homes are expected 
to open in fiscal year 1987, with 266 more retarded nursing home 
residents being transferred. 

IKFA'S March 1986 report also provided details on problems identified in 
the plan of care of retarded residents at the two nursing homes visited. 
At one home, which had a mental retardation specialist &s a consultant, 
HCFA found that the active treatment plans of care in the medical records 
were inadequate because they did not address active treatment methods 
or establish measurable goals in terms of patient development and prog- 
ress. HCFA found that the active treatment plans of care at the second 
nursing home, which had a mental retardation specialist work with 
retarded residents 2 or 3 times a month, were “sparse” snd did not set 
forth measurable goals. HCFA attributed the problems to a lack of under- 
standing of what goes into an active treatment plan and recommended 
that staff in nursing homes that accept retarded residenks be trained in 
what constitutes an active treatment plan and how to measure each resi- 
dent’s progress and development against the goals in the plan. 

HCFA Revises Manual In an August 1986, revision to the State Medicaid Manual, HCFA 

expressed concern that many of the retarded persons in nursing homes 
are not receiving the developmental services they need because they 
were inappropriately placed in the nursing homes. The revision states 
that the developmental needs of mentally retarded persons place a par- 
ticularly compelling responsibility on the facilities and the inspection 
teams reviewing the adequacy of the services provided to individual 
residents (the inspection of care) and the capability of the nursing home 
to provide quality care (the facility inspection) to assure that the place- 
ment of such individuals is appropriate and that needed services are, in 
fact, delivered, 
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The State Medicaid Manual revision reemphasized HCFA'S position that a 
mentally retarded person whose primary need is for active treatment 
should be placed in an intermediate care facility for the mentally 
retarded. It states that only a small percentage of mentally retarded per- 
sons would appropriately be placed in skilled nursing facilities, but 
reemphasizes that even when the primary needs of retarded persons in 
skilled nursing facilities are medical, their developmental needs must 
still be met by the facility to the extent allowed by the individual’s phys- 
ical condition. 

According to the manual revision, a patient well enough to attend 
outside training would almost always be well enough to be placed in an 
intermediate care facility for the mentally retarded or other appropriate 
setting. It says, however, that another small group of mentally retarded 
individuals that may be appropriately placed in an intermediate care 
facility would include those of advanced age for whom developmental 
training is no longer appropriate. The manual revision cautions, how- 
ever, that this decision must be made on an individual basis rather than 
at an arbitrary age because some elderly retarded persons benefit 
greatly from continued developmental services. 

Finally, the manual revision warns that failure to comply with the 
requirements for appropriate placement of mentally retarded persons in 
nursing homes could affect federal funding. 

The manual revision establishes expectations with respect to the place- 
ment of and services to be provided to the mentally retarded in nursing 
homes, but does not establish additional program controls to help ensure 
that those expectations are met. 

Conclusions Many mentally retarded persons in nursing homes could benefit from 
active treatment to develop to their full potential. Adequate program 
controls do not exist, however, to ensure that those needs are identified 
and met in the most appropriate care settings. Program controls estab- 
lished in Indiana and Illinois in response to studies by @CFA'S Chicago 
regional office provide a framework for actions by other HCFA regions 
and states. HWS should amend Medicaid regulations to require states to 
specify the role of nursing homes in the state’s program for the mentally 
retarded and the roles of retardation agencies in addressing the needs of 
retarded nursing home residents. In addition, HHS should establish plan- 
of-care and inspection-of-care requirements similar to those for interme- 
diate care facilities for the mentally retarded. 
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Recommendations We recommend that the Secretary of HHS direct the Administrator of 
HCFA to require states that have not already done so to identify the men- 
tally retarded currently in nursing homes, assess their active treatment 
needs, and develop programs to meet their needs. 

We also recommend that the Secretary revise Medicaid regulations to 
require: 

Nursing homes to specifically address active treatment in plans of care 
for their retarded residents. 
Inspection-of-care teams to assess the active treatment needs and ser- 
vices of mentally retarded nursing home residents, 
States to include a staff member trained in mental retardation on 
inspection-of-care teams when a nursing home has retarded residents. 
States to develop written procedures outlining the role of nursing homes 
in the state’s program for the mentally retarded. 
States to have the state retardation agency assess the active treatment 
needs of the mentally retarded and the appropriateness of their nursing 
home placement. 

Agency Comments and HHS, Massachusetts, and Connecticut generally agreed with our findings, 

Our Evaluation 
conclusions, and recommendations and indicated that actions have been 
or wiIl be taken to better ensure that mentally retarded nursing home 
residents receive needed active treatment services in the most appro- 
priate setting. Rhode Island officials generally disagreed with our find- 
ings and recommendations and indicated that procedures have been 
established to prevent the inappropriate placement of the mentally 
retarded in nursing homes and ensure that needed services are provided; 
but the officials offered conflicting comments on whether a problem 
existed at the time of our visit. Indiana and Illinois did not provide 
comments. 

r $3 Comments 
/ 

HHS generally agreed with the report’s presentation a$ to content, find- 
ings, and related conclusions. Although HI-If3 said that it was equally sat- 
isfied with the report’s recommendations, it said it could not, at this 
time, make a definitive statement as to their implementation. According 
to wws, extensive coordination and analysis still needs to be completed 
before a decision can be made as to the propriety of the means for car- 
rying out the suggested revisions to Medicaid regulations. HHS said that 
such factors as budget implications, recent legislative changes, and state 
flexibility will all need to be carefully considered before a definitive 
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position can be taken. An internal working group e&&in&g policies 
related to the financing and delivery of services for mentially retarded 
and other developmentally disabled people, will, HHS said, consider our 
report during its deliberations. 

Actions taken by Indiana, Illinois, Massachusetts, and Connecticut to 
establish coordination between the Medicaid and retardation agencies 
should give HHS a good foundation for developing the recommended revi- 
sions to Medicaid regulations. 

Massac nusetts Comments Massachusetts said that our report acutely demonstrates the need for 
the Secretary of HHS to revise Medicaid regulations to clarify state and 
provider responsibilities in serving the mentally retarded in nursing 
homes. According to the state, it has established the necessary systems 
to address the needs of mentally retarded nursing home residents and 

I would welcome the opportunity to work with HHS in revising the 
regulations. 

Massachusetts said that it has been aware of issues concerning the 
admission and follow-up of mentally retarded persons in nursing homes 
and has begun a number of initiatives to address these individuals’ 
needs, It said that while these activities are directed primarily at con- 
sent decree class members, Massachusetts has begun to address the 
needs of the non-class members discussed in our report as well. 

According to Massachusetts, the Division of Mental Retardation con- 
vened a working group representing relevant state agencies and the 
long-term care provider community that developed a plan for 

l meeting the needs of mentally retarded individuals living in nursing 
homes, 

9 creating mechanisms to secure needed services, and 
0 establishing effective communications between providers and relevant 

state agencies. 

Massachusetts said that the Division of Mental Retardation has already 
implemented a number of actions to improve services to consent decree 
class members, including the assignment of a service coordinator, the 
development of a plan of care, administration of a standardized test to 
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identify service needs, documentation of efforts to obtain needed ser- 
vices, monthly visits to the retarded nursing home residents by the ser- 
vice coordinator, and semiannual contact of any class member who 
refuses active treatment services. 

According to Massachusetts, the information gathered from these activi- 
ties has enabled the Division of Mental Retardation to compile detailed 
data on each class member’s needs. Massachusetts said that based on 
these data, it has developed an action plan to develop 

alternative residential options for individuals who do not require 
nursing home services, 
affiliation agreements between nursing homes and local Division of 
Mental Retardation offices to provide services not available at the 
nursing home, 
interagency agreements between relevant state agencies defining the 
role of each in providing or assuring that needed services are available 
and appropriately implemented, and 
communications and training relationships between the Division of 
Mental Retardation and the state Elder Affairs agency and its 
Ombudsman program. 

The actions Massachusetts is taking should better ensure that the active 
treatment needs of mentally retarded nursing home residents are met. 

Connecticut Comments Connecticut said that people in long-term care facilities make up a sub- 
stantial portion of the mentally retarded population in the state and that 
it has initiated a number of interagency efforts to assess and meet the 
needs of those individuals. According to Connecticut, the Departments 
of Mental Retardation and Income Maintenance embarked on several 
interagency cooperative efforts to identify and address the needs of 
mentally retarded nursing home residents after we completed our work 
in Connecticut, These efforts, Connecticut said, include 

l training staff from the Departments of Mental Retardation and Income 
Maintenance, 

. orienting attending physicians in nursing homes to state agency policies, 
l having Department of Mental Retardation staff participate in inspec- 

tions of care, and 
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8 holding ongoing meetings between the Department of Mental Retarda- 
tion’s long-term care coordinator and the Department of Income Mainte- 
nance’s chief of long-term care services to coordinate implementation of 
the interagency agreement. 

Connecticut said that it is focusing its efforts on consent decree class 
members, but that placement planning for the remaining nursing home 
residents will continue with efforts to support existing placements 
occurring in the interim. 

According to Connecticut, the Department of Mental Retardation 
believes, in general, that long-term care facilities are not the most appro- 
priate placements for persons with mental retardation. The depart- 
ment’s policy prohibits placing any person in a long-term care facility 
unless it is clearly demonstrated that the person’s medical needs over- 
ride all other needs. Connecticut said that, at this time, no new place- 
ments to such facilities occur unless there is “overwhelming agreement” 
by an interdisciplinary team and an appropriate medical diagnosis. 

According to Connecticut, 47 mentally retarded nursing home residents 
have been transferred to community placements, and another 150 are 
expected to be placed in the community by the end of June 1989. 

Connecticut’s planned and ongoing actions should help ensure that the 
mentally retarded are placed in the most appropriate care setting and 
that they receive adequate active treatment services. 

Connecticut agreed with our recommendations that federal regulations 
be adopted clarifying the responsibilities of nursing homes to provide 
active treatment services and suggested that we explore with HCFA the 
process for obtaining Medicaid reimbursement for active treatment ser- 
vices offered in nursing homes. 

The specific payment methods used to reimburse nursing homes under 
Medicaid are primarily left to the discretion of the states. We believe 
that HCFA should work with the states in determining the best way to 
handle reimbursement for active treatment services offered in nursing 
homes. We would, in turn, be willing to consult with HCFA. 

Xhoce 1:s and Comments Rhode Island provided separate comments from its Departments of 
Health; Human Services; and Mental Health, Retardation, and Hospitals. 
Officials of all three departments indicated that mentally retarded 
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Chapter 2 
Active Treatment Needa of Warded 
Residents in Nursing Homes Should Be 
Edentified and Needed Services Provided 

nursing home residents in Rhode Island have had their active treatment 
needs assessed, but offered conflicting comments about whether a 
problem existed at the time of our visit. 

The assistant director, Division of Medical Services, Department of 
Human Services, concluded that Rhode Island is in compliance with all 
of the current Medicaid regulations that pertain to the treatment of 
mentally retarded persons in nursing homes because all of our recom- 
mendations request HHS to revise existing Medicaid regulations to 
impose additional requirements. 

As discussed on pages 12 and 27, under current Medicaid regulations, 
retarded nursing home residents should have their developmental needs 
met by the facility in the context of the individual’s overall physical 
condition. To the extent that retarded nursing home residents in Rhode 
Island need active treatment services that they are not now receiving, 
the state is not in compliance with existing Medicaid regulations. 

The assistant director said that our report is directed to only a small 
portion of Rhode Island’s extensive coverage for the mentally retarded. 
He also said that about 20 percent of the Medicaid expenditures for the 
state’s 1986 fiscal year were expended for services for the mentally 
retarded. 

Our report is not intended to reflect Rhode Island’s overall efforts to 
provide services to the mentally retarded. It focuses only on mentally 
retarded nursing home residents. 

Regarding our recommendation that HHS require states to assess the 
active treatment needs of the mentally retarded currently in nursing 
homes and develop programs and/or alternative placements to meet 
their needs, the assistant director said that the state has assessed the 
active treatment needs of the 213 mentally retarded residents in nursing 
homes and has assured that they are receiving active treatment appro- 
priate to their condition. 

We noted on page 23 that the Rhode Island retardatioa agency had 
assessed the active treatment day program needs of 97 nursing home 
residents we identified as needing such an assessment; The agency had 
not, however, performed a detailed multidisciplinary evaluation of the 
residents or evaluated their need for support services, such as behav- 
ioral counseling and physical, speech, and occupational therapy. Accord- 
ingly, HHS should determine the adequacy of the assessments performed. 

Page 33 GAO/~87-77 Mentally Retarded kuwing Home Residents 



ch&&aer 2 
Active Trqtnm~ Needs of Reurded 
Residents in Nwdng Home Should Be 
Identifbd ad Needed Services Prwided 

According to the executive director, Division of Retardation, Depart- 
ment of Mental Health, Retardation, and Hospitals, no person with 
retardation is ever placed in a nursing home without full review by his 
office and conversations with staff of the Department of Human Ser- 
vices and staff of the Division of Retardation. The comments provided 
by the assistant director, Division of Medical Services, Department of 
Human Services, state that “since most of the 213 mentally retarded 
persons in Rhode Island nursing homes identified by the GAO were 
placed prior to June of 1984, they were not known to the Retardation 
Agency.” In an August 1986 memorandum, a Division of Retardation 
casework supervisor notified the executive director that he had “con- 
tacted or visited” the nursing homes in our review “in which we [Divi- 
sion of Retardation] had no record of the [GAO] identified clients.” 

According to the assistant director, Division of Medical Services, the 
Rhode Island Medicaid agency has consulted with the Division of Retar- 
dation before authorizing nursing home placement for retarded persons 
since June 1984. The retardation agency is, he said, now aware of all 
current admissions of retarded persons to nursing homes. 

While the June 1984 action should help prevent inappropriate place- 
ment of the mentally retarded in nursing homes, it is not, in our opinion, 
adequate to determine whether those retarded persong placed in nursing 
homes because of their medical conditions have their active treatment 
needs assessed. The assistant administrator for long term care previ- 
ously told us that there are no referrals if the retarded person’s medical 
diagnosis warrants nursing home admission. 

As stated on page 28, even when the primary needs of retarded persons 
in skilled nursing facilities are medical, their developmental needs must 1 
still be met by the facility to the extent allowed by the individual’s phys- 
ical condition. Accordingly, we continue to believe that Rhode Island 
should establish procedures for assessing the active treatment needs of 
mentally retarded nursing home residents similar to the actions outlined 
by Massachusetts and Connecticut. 

The executive director, Division of Retardation, said that persons with 
mental retardation are placed in nursing homes only if their medical 
condition warrants such placement, irrespective of their level of retar- 
dation. Similarly, he said that Rhode Island does not now dump, nor has 
it ever dumped, retarded persons in nursing homes. 
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We did not evaluate, and did not question, whether the retarded individ- 
uals in Rhode Island’s nursing homes have medical conditions that war- 
rant their numing home placement. Our review focused on whether 
mentally retarded nursing home residents had had their active treat- 
ment needs assessed. This issue was not addressed by the executive 
director. 

The executive director also suggested that we review our data and be 
very clear about who we are calling retarded and who is actually 
retarded. We relied on state records to identify nursing home residents 
with a diagnosis of retardation, As noted on page 23, the Division of 
Retardation confirmed the diagnosis of 79 of the 97 nursing home 
residents it assessed. The “inappropriate” diagnoses of the other 18 
nursing home residents were made not by our auditors, but by psychi- 
atric hospitals, which use a different diagnosis of retardation than that 
used by the retardation agency. 

The chief of Rhode Island’s Division of Facilities Regulation, Department 
of Health, disagreed with our finding that inspections of care were inad- 
equate. He said that each of the social workers on the inspection-of-care 
teams has had extensive experience not only in the problems of the eld- 
erly but also with the mentally retarded. The chief agreed that the 
inspection-of-care teams did not review active treatment needs of men- 
tally retarded nursing home residents as they would in an intermediate 
care facility for the mentally retarded, but said that team members are 
mindful of active treatment and, as appropriate, have requested an 
inspection-of-care team for the mentally retarded to re<iew such 
residents. Finally, he said that physical, speech, and occupational 
therapy and behavioral counseling are services that are routinely 
reviewed by inspection-of-care teams in facilities for the mentally 
retarded as well as other nursing homes to determine residents’ needs. 1 
According to the chief, had any of the mentally retarded residents 
required these services, they would have been identified in the inspec- 
tion of care and reported to the Medicaid agency. 

In initial discussions with us, the chief had indicated that inspection-of- 
care team members had received no training on the needs of the men- 
tally retarded. In a later meeting, he identified several inspection-of-care 
team members who had previously worked in the Division of Mental 
Retardation. 
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As discussed on pages 23 and 24, when Rhode Island retardation agency 
staff assessed and reached conclusions on the active trleatment day pro- 
gram needs of 97 nursing home residents who needed such an assess- 
ment, the agency identified 10 residents who needed a&d wanted day 
programs who were not receiving such services. Another 26 were identi- 
fied as needing but not wanting active treatment. The qnspections of 
care for the 36 residents did not identify their active tlreatment needs, 
suggesting that either the inspection-of-care staff were not adequately 
trained to assess the special needs of the retarded or the inspections of 
care were not thorough enough to identify those needs. 

, 

Because the retardation agency did not assess the 97 retarded residents’ 
needs for speech, physical, and occupational therapy or behavioral 
counseling, we cannot comment on the accuracy of the inspection agency 
chief’s contention that any retarded residents needing such services 
would have been identified in the inspection of care. However, based on 
the problems in identifying day programming needs of retarded nursing 
home residents, we continue to believe that the inspection agency should 
provide training in the needs of the retarded to inspe&ion-of-care teams 
and assess each retarded nursing home resident using a form designed to 
evaluate the needs of mentally retarded residents. 

With respect to the chiefs comment that team membefs have, as appro- 
priate, requested an inspection-of-care team for the mbntally retarded to 
review mentally retarded nursing home residents, we Dote that the chief 
had previously told two of our staff members that during his 29 years 
with the agency, he did not recall a recommendation fk>r day treatment 
having been made. 

According to the executive director, Division of Mental Retardation, 
Department of Health surveyors review all retarded nursing home 
residents annually. He said that whenever it is ascerttiined that a person 
with retardation no longer requires the services of a nursing home, a 
recommendation is made to his office and the Departtient of Human 
Services and action is taken to place the person in a more appropriate 
setting. 

As discussed above, the primary issue is not whether retarded nursing 
home residents in Rhode Island are appropriately pladed in nursing 
homes but whether they are receiving appropriate acl$ve treatment ser- 
vices for their retardation. While we agree that retarded nursing home 
residents who no longer require nursing home placement for their med- 
ical conditions should be moved to a more appropriate care setting, it is 
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equally important that retarded individuals who remain in nursing 
homes for medical reasons receive active treatment serv;lces to the 
extent permitted by their medical conditions. None of thB actions 
described by the executive director address active treattient services 

/ for such retarded residents-the individuals discussed ip this report. 
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Appendix I 

Nursing Homes Visited by GAO in Thre States 

Retardation agency 
Active 

treatment 
Provided 

Level Number Medicaid Retarded 
Medical provided 

active 
Nurr(ng home of carea of beds 

records by n;z;i 
patients patients Monitored treatment reviewed 

AaioklWanor Health66?6$ii~ 
~_- 

ICF 60 28 2 1 0 2b 0 
Route 148 
Ches er, CT 06412 ___ * _ - _(- -I 

Villa of Wfiimantlc -- SNF/ICF 
---_----____---- 

Canterbu 120 
595 Valley ?I treet 

88 2 1 0 2b 0 

Willtmantlc, CT 06226 -I_- _ II I- -_( __I --_____-- ---~---- - 
Meadow@ Manor SNF/ICF 518 430 99 73 63 OC 0 
333 B~dwell Street 
Manchester, CT 06040 -” _-_ I____ _( I_ -* l_--l - 1( - _-- __-^-- 

73------ 9 
.-~.-.- - 

Mountsln View Healthcare SNF 120 8 1 9b 0 
581 PoquonockAvenue 
WIndsor, CT 06095 I_-II-_*- - ll-_l_l” __I_ _--- --- 
Conneetlcut Subtotal 4 818 619 112 83 64 13 0 
Bayview Convalescent Home, Inc. ICF 51 25 3 1 1 3b 0 
93 Wlantonoml Avenue 
Newport, RI 02840 ----mm I _ 
La&ii FoGCr tiome, Inc. 

_ 9”. --- --. - 
ICF 57 44 5 0 0 5b 0 

51 Laurel Avenue 
Coventry, RI 02893 l_l---- _ ___-____ --_I---_- 
Woorhsocket Health Centre SNF/ICF 275 243 5 0 0 5b 0 
262 Poplar Street 
Woonsocket, RI 02895 I_ __I_ -_ _ --_-I----- 
Rhode Ielafid “giubtotal 3 383 312 13 1 1- 13 0 
Auburn Hour@ Nurrlng Home ICF 71 68 6 1 1 ()b,d 0 
9 Rwr Street 
Jamaica PlaIna, MA 02130 
Hibard - _- Manor _- I_ . _ - _I _------_---- Home ICF 95 Nurelng a4 3 0 0 r__~-- ob,d - - 0 
273 Harvard Street 
Cambridge, MA 02139 _ _--- _-- _-~--___- 
Elm~l%ll Nurelng Home 

--~- -I ~_ _II_--_- 
ICF 53 52 11 9 2 11 1 

237 Walnut Avenue 
Boston, MA 02119 _ _ ----~- ---- 
B&tlstt Manor -“_ - -_ Nursing ---- -- _ Home -- ICF 40 

~----~ - .-- 
39 20 8 1 OC 0 

180 Summer Street 
Malden, MA 02148 -” _ “~_ __ __ ------_-I_-I_ --- 
Buchanon Numing Home ICF 35 35 22 6 6 OC 0 
190 Summer Street 

MA 02148 _“_ - * _I_ _-__ -__--_---- --~ -- +- 
Eriu~ Convalercent Home SNF/ICF 114 103 14 1 1 14 0 

Qulnty, MA 02169 I *_ - _____~ _ ---- ---~_- _-,~--_-_-___- 
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Nnmtng Homer VI&ad by GAO in 
Three states 

Retardation ammy 
Active 

treatment 

Level Number MedIcaid Retarded 
Provided Yedlcal provided 

Nursing home of care oi bad6 patlent patlcmb Monitond Mea?%: r&owed 
rbcorda by n;‘iJm”ea 

- _ * _ *I 1m_1 _II- -_--- -- -c- _ 
&enlplwn Nurllng Horns ICF 47 47 24 2 0 24 12 
14 EastlGrove 
Middleborough, MA 02346 ___I_------__- ----.. 

SNF/ICF 166 91 14 2 0 14 0 

Ma~~b~hu~&-6%%%&~- 0 621 519 114 29 11 63 13 

Tatal 15 1,822 1,450 239 113 76 89 13 

“ICF - intermediate care fwkty, SNF - rkllled nursing facility 

bwe observed inspections of care at these homes 

We accompanied mental retardation officials to these nursing homes to observe thes monitonng actw 
ties and did not request 8cces8 to resident medical records 

%le accompanied inspectors to these nursing homes but encountered an accewto-record5 problem In 
Massachusetts 
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Appendix II 

Comments From the lkpartment of Health and 
Hums Setices 

DWAARTMENT OF HEALTH Si HUMAN SERVICES Office Of Inspector Qenaral 

Washington. DC 20201 

FEe 10 11181 

Mr. Richard L. Fogel 
Asai’staht Comptroller Cen@ral 
U.S. General Accounting Office 
Washington, D.C. 20540 

Dear Mr. Fogelr 

The Secretary asked that I respond to your request for the 
Department’s comments on your draft report, "Medicaid: 
Addressing the Needs of blentally Retarded Nursing Rome 
Residents.’ 

The Department has reviewed the report and would like to 
point out that it generally agrees with the report's presen- 
tation as to content, findings and related conclusions. 
However, while the Department 1s equally satisfied with the 
report's recommendations, it cannot make a definitive state- 
ment, at this time, as to their ultimate implementation. As 
you are aware, because the majority of those recommendations 
call for revisions to regulations, a great deal of extensive 
coordination and analysis still needs to be completed before 
a decision can be made as to the propriety of the means for 
carrying out the suggested revisions. Factors suah as 
budget implications, recent legislative changes and State 
flexibility will all need to be carefully considered before 
a definitive position can be taken. The Department has an 
internal working group examining policies related to the 
financing and delivery of services for mentally retarded and 
other developmentally disabled people. The working group 
will consider the draft report during its deliberations. 

We appreciate the opportunity to comment on this draft 
report before its publication and over the next several 
months the Department will be giving every consideration as 
to the disposition of the reported recommendations. 

Sincerely yours, 
, -I)R\ l' 

Richard P. Kusserow 
Inspector General 
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comments Fkorn the Commonwealth 
of Miiss~husem 

The Commonwealth of Massachusetts 
Executive Office of Human Services 

One Ashburton Place, Room 1109 
Boston, Massachusetts 02108 

MICHALI. S DUKAKIS 
OOVERNOR 

CkllLlF W JOHNITON 
OLERCTARY 

February 10, 1997 

Mr. )Lichard L. Fogel 
Assistant Comptroller General 
U.S. General Accounting Office 
Washington, D.C. 20548 

Dear Mr. Fogel: 

The Governor has asked me to grovlde you with comments on the 
G.A.O. report of services provided to mentally retatided persons 
living in nursing homes. 

Massachusetts has been aware of issues concerning the admission 
and subsequent follow-up of mentally retarded persons in nursing 
homes. Many of these past adreissrons were indivldu&ls protected 
by consent decrees, referred to as class members. As a result 
of this protection, we have begun a number of initiatives to 
addross the needs of these individuals. 

The Division of Mental Retardation (DMR) has conventi a working 
group of people repreeentinq relevant state agenciels and the 
long carm care provider conmtunity. The group has develoBed a 
plan for: 

m meeting the needs of mentally retarded individuals living 
in nursing homes; 

l creating mechanisms 1.n existing regulatory and case 
management systems to secure needed services; and 

l establishing effective communications between providers 
and relevant state agencies. 

The DMR has already implemented a number of activltrles for class 
members living In nursing homes. For each class m&ber DMH has 
required: 

e the assignment of a service coordinator: 

e development of a fuil Individual Service Plqn (ISP); 
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Comment4 bm the Wnmwwealth 
of Matwachuuetts 

l the admiNstration of a current Massachusetts Service 
Coordination Battery (MSCB); 

a the documentation of efforts to obtain needed services; 

e monthly vlslts by the service coordmnator; and 

l semi-annual contact for any class member who refuses 
services from DMR. 

With the information gathered from the above activities, DMB has 
compiled detailed data on each indlvldual class member's needs. 
This has been translated into action steps to accomplish the 
following: 

1. Develop alternative residential options for individuals 
who do not require nursing home services. 

2. Develop affiliation agreements between nursing homes and 
local DMB offices to provide services not available at 
the nursing home. 

3. Develop interagency agreements between relevant state 
agencies deftig the role of each in provting or 
assuring that needed services are available and 
appropriately implemented. 

4. Develop communication and tra.Lnzng relatlonshlps between 
the DMB and the state Eldest Affairs agency and its 
onibudsman program. 

While the above described actlvitles are dxected prlmarlly at 
class members, we have begun to address the needs of non-class 
members as well. This is the group of rndivlduals to which the 
G.A.O. report refers. 

We believe we have established the neceaaary system6 to address 
the needs of mentally retarded nursing homes. We welcome the 
opportunity to work with the Secretary on revising L'&Uaid 
regulations which would clarify state and provider responsibil- 
ities in serving these people. The G.A 0. report acutely 
demonstrates the need for this to d. 

PWJ:rag 

cc: Mary McCarthy, Deputy Cormaissioner 
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Appendix IV 

Comments F’rom the State of Conncticut 

STATE OF CONhECTLCUT 
DEPARTMENT OF MENTAL RETARDATION 

OFFICE OF THE 
CO.YhllSSIO#~ER 

February 11, 1987 

Mr. Richard L. Fogel 
Assistant Comptroller General 
United States 
General Accounting Office 
Washington, D.C. 20548 

Dear Mr. Fogel: 

Thank you for giving Connecticut the opportunity to 
respond to the draft report addressing the needs of nursing 
home residents with mental retardation. 

Governor William O’Neill has asked that we respond to 
your report and assure you that both departments recognize 
the needs of people in long-term care facilities and have 
initiated a number of interagency efforts to assess and meet 
the needs of these lndlviduals. 

We concur with the GAO recommendations that federal 
regulations be adopted clarifying the responsibilities of 
nursing facilities to provide habrlitative services. 
Further, we suggest that the GAO specifically explore with 
HCFA the process for obtaining Medicaid reimbursement for 
habilitative services offered in nursing homes. 

The Department of Mental Retardation believes, in 
general, that long term care facilities are not the most 
appropriate placements for persons with mental retardation. 
DMR policy prohibits placement of any person in a long-term 
care facility unless it is clearly demonstrated that the 
person’s medical needs override all other program needs. At 
this time, no new placements to such facilities are to occur 
unless there is overwhelming agreement by the 
interdisciplinary team and an appropriate medical dragnosis. 
In the past eighteen months, forty-seven (47) of the DMR 
clients in nursing facilities have been transferred to 
community placements. These placement initiatives are 
continuing and we expect to place an additional 150 nursing 
home residents who are mentally retarded by the end of June, 
1989. 

Phone 528.7141 
90 PII~I~ Strec~ l l31sr Hanford, Connecncut 06108 

-In Equal Opporrun~~v Emplover 

I 
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Commenta From the State of CI!awctIcut 

Mr. Richard I,. Fogel 
Page 2 
February 11, 1987 

Aa documented in your report, efforts have been made to 
provide habilitative services to mentally retarded nursing 
home residents of nursing facilities. 
inspections in Connecticut 

Subsequent to your 
, the Departments of Mental 

Retardation and Income Maintenance have embarked on several 
importent interagency cooperative efforts to identify and 
address the needs of people with mental retardation in 
long-term care. Some of those efforts include: 

a. Training of DMR case managers, clinical support 
staff, and DIM IPR/UR teams in numerous areas, 
including: 

. tardive dyskinesia screening 

. feeding 

. positioning 

. adaptive equipment 

. use of restraints 

. psychotropic medication 

b. An orientation to state agency policies for attending 
physicians within nursing home facilities. 

C. Participation of DMR staff on DIM's IPR/UR teams to 
assess compliance with state agency policies, 
specifically around use of psychotropic medication 
and restraint. 

d, Ongoing meetings between the DMR long-term care 
coordinator and the DIM chief of long-term care 
services to coordinate implementation of the 
interagency agreement. 

At the present time these efforts are being focused on 
CARC v. Thorne class members. Placement planning for the 
remaining long-term care residents will continue with efforts 
to support existing placements occurring in the interim. 
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Comnwntr. From the State of Connecticut 

Mr Richard L Fagel 
Page 3 
Pobruary 11, 1987 

The Department of’ Hental Retardation’s overall 
deinstitutlonalizntlon strategy 1s comprehensive and is based 
on Ato mission of Joining with others to create conditions 
undnr which people with mental retardation experience: 

Presence and partlclpatlon in Connecticut 
town life 

Opportunities to develop competence 

Opportunities to make choices in the pursuit 
of a personal future 

Good relatlonshlpo with family members ond 
friends 

Be recognize the need ta make this n,lLisl6n applJ to all 
people with mental retardation In the state regardless of where 
they res1dP People In long-term care facllitlos make up a 
substantial portion of’ this population, and their needs are 
being addressed with great csre and concern 

Brian R. Lensink Stephen 8. Heintz 
Commissioner CornmIssIoner 
Dept. of Mental Retardation Dept. of Income Maintenance 
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Appendix V 

- Comments F’rom the State of Rhode Island 

STATE OF RHODE ISLAND AND PROVIDENCE PI ANTATIONS 

Department of Human Services 
DIVISION OF MEDICAL SERVICES 
600 New London Avenue 
Cranston, Rhode Island 02920 

February 12, 1987 

Mr. Richard L. Fogel 
Assistant Comptroller General 
United States General Accountmg Office 
Washington, D.C. 20548 

Dear Mr. Fogel: 

This IJ m response to your letter of December 30, 1986, requegtmg comments 
relative to the General Accountmg OffIce’s proposed report to the Secretary of Health 
and Human Services on the results of the review of services provnfed to mentally 
retarded persons living in nursing homes other than Intermediate Car,e Faclhtres for 
the Mentally Retarded. Also enclosed are comments from the Rhode Island 
Department of Health and the Department of Mental Health, Retardation and 
Hospitals. 

It should be noted that all of the report’s recommendations request the Secretary 
of Health and Human Servrces to revise existing Medicaid regulations to impose 
additional requirements in this area. We therefore must conclude that the State of 
Rhode Island is in compliance with all of the present regulations thar pertain to the 
treatment of mentally retarded persons In Skilled Nursing and Intermediate Care 
Facllltres. 

Additionally, GAO IS recommendmg that the Secretary of Health and Human 
Services require those states that have not already done so to assess the active 
treatment needs of the mentally retarded currently in nursing homes and develop 
programs and/or alternative placements to meet their needs. Please be advised that 
the State of Rhode Island has assessed the active treatment needs of the mentally 
retarded in nursing homes and has assured that these 213 mdrviduals are recervmg 
active treatment approprrate to their condition. 

Additionally, since June of 1984, the Rhode Island Medicaid Agency has 
consulted with the Dlvlsion of Retardation before authorlzmg placement for retarded 
persons in Skilled Nursing and Intermediate Care Facihtles. Smce most of the 213 
mentally retarded persons in Rhode Island nursing homes identified by the GAO study 
were placed prior to June of 1984, they were not known to the Retardation Agency. 
However, the Retardation Agency IS now aware of all current admlsuons of retarded 
persons to Skilled Nursing and Intermediate Care Facilities. It should be noted that of 
the 1,477 mentally retarded nursing home residents that the report cites as not being 
known to the Medicaid Agencies in Massachusetts, Connectrcut, and Rhode Island, only 
131 of these were in the State of Rhode Island. 

We wish to pomt out that m Rhode Island approximately 609 persons are m 
privately-operated IntermedIate Care Facilities for the Mentally Retarded and another 
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000 An publicly-operated Intermediate Care Facllltles for the Mentally Retarded; 
whereas, only approximately 200 retarded people are In general nursq homes. 

Unfortunately, the report is directed to only a small portion of Rhode Island’s 
extensive coverage for the mentally retarded through the Medlcaid program with no 
identification of the fact that some 700 persons are served in approximately 100 group 
homes located in residential areas throughout the State, licensed and certified as 
Intermediate Care Facilities for the Mentally Retarded serving from four to fifteen 
persons per home. Approximately, $56,000,000, 20 per cent, of the Medicaid 
expenditures fQr the 1986 State fiscal year were expended for services for the mentally 
retarded. 

Sincerely, 

AB/amd 

Enclorurrs 

a 
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Append&V 
Commenta From the State of Rhode Island 

TATE OF RHODE ISLAND AND PROVIDENCE PLANTATIONS 

Department of Mental Health, Retardation and Hospitals 
DIVISION OF RETARDATION 
600 New London Avenue 
Cranston, R.I. 02920 

February 12, 1987 

RLchard L. Fogel 
Assistant Comptroller General 
United States General Accounting Office 
Washington, D. C. 20548 

Dear Mr. Fogel: 

I am in receipt of a draft of a proposed report 
from your office regarding "MEDICAID: Addressing the 
Needs of Mentally R@tarded Nursing Home Residents 
(101102)." This draft was forwarded to Governor DiPrete 
for review and comment. 

Frankly, the report is so inadequate and 
erroneous that I am not sure exactly where to start. 
First, I would like to suggest that the person who pre- 
pared the report either purposefully, or through careless- 
ness or inexperience, did not represent appropriately 
In the report that information which was yrovlded to 
them by state officials in Rhode Island. We attempted 
to correct the errors in this informatlon in face to 
face conversations, to no avail. 

As a person who has been operating retardation 
services in Rhode Island and in other states For the 
past twenty years, and who has served as a consultant, 
both to state and private agencies and to the United 
States Department of Justice and to numerous Federal 
Courts, specifically on the issue of persons with 
retardation who reside in nursing homes and other long 
term nursing facilities, I take strong exception to 
the results of this purported study. In Rhode Island, 
no person with retardation is ever placed into a nursing 
home without full review by my office and conversations 

a 
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wrth staff of the Department of Human Services and staff 
of the Division of Retardation. In addition, all persons 
with retardation who are placed In nursing homes are 
only placed in nursing homes if their medical condition 
warrants such placement, irrespective of their level 
of retardatron. The Department of Health surveyors 
review all such persons on an annual basis, and whenever 
it is ascertained that a person with retardation no 
longer requrres the services of a nursinq home, then 
a recommendation is made to my office and the Department 
of Human Services. More importantly, action is taken 
to place the person in a more appropriate setting. 
I suggest that it would be more purposeful for your 
surveyors to take a look at the confusion and chaos 
that emanates from the various HCFA offices throughout 
the country as they take actlon to try to force people 
out of ICF/MRs and into nursing care facilities because 
it is cheaper. I further suggest that your surveyors 
review their data and be very clear about who they are 
calling retarded and who is actually retarded. 

I believe that your draft report unfairly and 
inappropriately misrepresents the quality of work that 
so many state professronals rn Rhode Island have striven 
to achreve. We do not now, nor have we ever, dumped 
retarded persons into nursing homes. We have been heavily 
cricized by HCFA because we have refused to use nursing 
homes inappropriately. Your report does not alter the 
truth. It merely misrepresents the actual service activity 
in the State of RHode Island. T request that you take 
a closer and more professional look in Rhode Island. 

Sincerely, 

Executive Director 

RLC/ael 
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I?irtntr uf 3.llphc ;Ilehttb nttb ~Jrttutbcttcc $lhttttuttutte 

Department of Health 
CANNON BUILDING 
Davb Street 
Providence, R.I. 02908 

11 February 1987 

Mr. Richard L. Fcgel 
Assistant Cmptroller General 
U.S. General Accounting Office 
Washington, IX 20548 

Dear Mr. Fcgel: 

We appreciate the opportunity to amment upon the draft of a proposed 
report cm mentally retarded residents of nursing homes. ‘Ibis agency has 
confined its ammnts to those issues raised on pages 23 - 26 regarding the 
Inspections of Care. 

The report alleges that the Inspections of Care were inadequate because 
they: 

1. were hot performed by persons trained 
in mental retardation; 

2. did hot determine whether the active 
treatnmt needs of the mentally retarded had 
been identified; and 

Now on pp 21-22 

3. did not detemune whether the services 
available in the nursing hone were adequate 
to met the residents treatment needs. 

We believe this findmg in mmrrect for Rhode Island’s program. Each 
of the social wxkers cc the Inspection of Care teams has had extensive 
experience hot only in the problem of the elderly but also with the mentally 
retardd . This fact was brought out with the GAO auditors and, again, at the 
exit conEerence. Inspection of Care teams did not review active treatment 
needs of mntally retarded residents as they would in an ICF/t@; however team 
mnbers are mindful of active treatmmt and, as appropriate, have requested ah 
Ihspsction of Care tern for the mentally retarded to revieyr such residents. 
Physical, speech and occupational therapy and behavioral c+unselling are all 
services that are routinely reviewed by Inspection of Care team in facilities 
for the mntally retarded as well as SNF”s and general ICF’s to determine 
resident neazS . H&i any of the mentally retarded residentg reqwred these 
services, they wuld have been identified in the Inspectiolh of Care and 
re~rted to the mdicaid agency. 

I 
HEAL771 -A WAY OF LIFE 

Telrcommunlc~tIon~ Device for the Deaf (TDD) 277.2506 
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In general, we believe the report presents condition8 in the three 
atatea aa !zhough they were identical when, in fact, they are very dissunrlar . 
This is a disservice to all three states. 

& I’ 
ef 

Division of Fdlities Regulation 
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Requests for copies of GAQ reports shcmld be sent tot 

U.S. General Accwnting Office 
Post Office &x 6016 
Wthersburg, Maryland 20;877 

Telephone 202-275-624 1 

There is a 25% dlscmmt on orders for 1001 or mire copks ma&d to a 
single address. 

Orders must be prep&d by cash m by check as money ordp made out to 
the Superintendent of Dmmmt~s. 
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